This paper explores the priorities of young people who arrived in England or Sweden as unaccompanied minors and are leaving the care of the state to transition to adult life. Policy and practice for these young pe ople are themselves in transition in Europe, and we aim to contribute to the slender first person qualitative evidence base for those delivering services. Our methods comprised a scoping review of scholarly and grey literature, and group and individual interviews. Despite a commitment in both countries to listening to the voices of young people, we identified few studies representing the voices of unaccompanied care leavers. In both the literature and our interviews, health in a clinical sense was rarely among their priorities. Their accounts focused on the determinants of health, and in particular housing, education, food and employment. In Sweden, where services are universal rather than targeted, the Health and Social Care Board (Socialstyrelsen) notes the paradox of unaccompanied children being surrounded by adult supporters, none of whom takes overall responsibility for the young person and his/her everyday life. Those we spoke to describe the vital role played by foster carers, health and social care professionals and friends that they could rely on. The young people whose narratives appear in the research literature and those in our own sample are working hard to cope with multiple transitions and to manage health in its widest sense, whether by finding the right place to live or attending to their education or training.
Introduction
The UK and Sweden both have a history of providing refuge to those fleeing war, persecution or other dangers. This includes children travelling alone. This is an important population for several reasons. Deprived of their families and in a new culture, often after hazardous journeys they are exposed to loneliness, isolation and exploitation.
This study focuses on children and young people who arrived as unaccompanied minors, entered the care system, and at the time of the interviews were transitioning out of the care system to independence. In discussion with the young people, the ethics committee and the local authority 'gatekeepers' we agreed to keep identifying material to a minimum.
In both the UK 1 and Sweden unaccompanied asylum seeking children (UASC) are those under the age of 18 who arrive in a country seeking asylum and without a parent or other responsible adult to take care of them. In both countries, these children and young people enter the care of the state until they reach adulthood. Children in care are those who are looked after by the state. This equates to the term 'foster care' in the USA -but in the UK 'foster care' is used only when children are placed in family homes, and 'residential care' refers to institutions, so 'in care' is the common denominator. 'Care leavers' is not a familiar category in Sweden but 4-5% of adults are estimated to have experienced out of home care, with large local variations (Vinnerljung 1996) . Although universal provision in Nordic welfare systems reduces stigma, a consequence of universal provision means that there may be little specialist service provision for looked after children and care leavers (Vinnerljung et al 2006) . These children may come from anywhere in the world but the main unaccompanied entrants to the UK are currently from Iraq, Iran and Pakistan. There were 3,680 asylum applications from UASC in the year ending March 2015, a 9% increase compared to the previous year (3, 389) . Sweden has offered asylum to significant numbers of refugees over a long period of time. Of the nearly 163,000 asylum applications made in Sweden in 2015, 35 ,369 were unaccompanied and separated asylum-seeking children -66% of whom were Afghani. The 35,369 unaccompanied and separated asylum-seeking children accepted in 2015 is more than 5 times the number accepted in 2014 2 . Since November 2015 migration policy has become less open to refugees. The majority of UASC in both England and Sweden are young men, though when families arrive together, as has been the case with those fleeing Syria, girls and boys are more evenly represented.
3 Conflict in the Middle East and famine are major contributors to the flow of refugees.
In 2015, our research group carried out a participatory study of young people moving out of the care system in an inner city local authority (Liabo, McKenna, Ingold, & Roberts, 2016) . In the course of this study, it was evident that unaccompanied asylum seeking children (UASC) transitioning out of care faced particular challenges. In this light, we returned in 2016 to some of the young people who had arrived unaccompanied. We included Sweden in this phase of the work because of their proud history of welcoming refugees and their record of fewer health inequalities. This study was not, however, a direct comparison between the two.
Guidelines suggest that young people moving from children's to adults' services should be at the heart of decisions about their care. 4 But even in a climate professing to listen to the voices of service users, we continue to know relatively little about problems and solutions from their point of view. Compared to non-looked after young people, the transition to independent living and adult health services and social care of looked-after children is compressed (Barn, Andrew, & Mantovani, 2005; McDonagh & Viner, 2006; Stein, 2004 Stein, , 2012 . Here we report their views supplemented with a scoping study of 'voice' literature from the UK and Sweden. History has often given voice to the more privileged through diaries, biographies, account books and land registries. Thus, the more powerful are more likely to make (or leave) their mark than the young, girls and women, minority ethnic groups, disabled and particularly learning disabled people and those who are poor. Seeking first hand accounts from individuals and communities in these situations represents an opportunity for policy makers to recognize and hear other voices.
What We Already Know (UK):
Unaccompanied asylum seekers who are in care as minors approach adulthood in difficult circumstances in the face of possible deportation (Wade, Sirriyeeh, Kohli, & Simmonds, 2012) . Our 2015 work found health as traditionally conceived was rarely at the top of young people's agenda, even for those with serious or chronic health problems. Housing, friendships, financial support and education were prioritised. We know that there are high levels of unmet mental health need and that transitions are negatively affected by asylum claims (Chase, Knight, & Statham, 2008; Wade et al., 2012) . Whilst family-based care can provide a solid start in a new country, only a minority of unaccompanied young people experience foster care or do so for only a short period. Most move on to private shared housing (Wade et al., 2012) and when the time comes, the move to independence can be lonely (Chase et al., 2008) .
What We Already Know (Sweden):
'Care leaver' is an unfamiliar categorisation in Sweden and it is an open question whether studies of what is known in Sweden as 'out of home care' can be extrapolated to the subset of UASC. The literature and our discussions with Swedish colleagues indicate that a number of aspects of the care system in general have implications for UASC. Although universal provision in Nordic welfare systems reduces stigma, one consequence is little specialist service provision for looked after children and care leavers (Vinnerljung, Hjern, & Lindblad, 2006) . Sub-optimal contact between health and social services (Kling, Vinnerljung, & Hjern, 2016) and gaps in knowledge about the health of looked after children (FORTE:, 2015) have been attributed to a lack of systematic procedures for assessing and monitoring the health of children who experience out of home care (Kling et al., 2016) . Former care residents are a high-risk group for mental health problems (Vinnerljung & Hjern, 2014) .
Methods
We carried out a scoping review (Arai, Stapley, & Roberts, 2014; Arksey & O'Malley, 2005) to identify unaccompanied asylum seeking children's own health priorities, searching for qualitative first person 'voice' literature in both English and Swedish. The voices of disenfranchised people are frequently muted in research, 'translated' by professionals or researchers, or used to support a particular case rather than general illumination.
Our searches were informed by KL whose scholarly work is on participation, and who worked as an analyst for a NICE guideline on transition; HB who had recently completed work for WHO on asylum seekers and refugees (Bradby, Humphris, Newall, & Phillimore, 2015) , and HR whose methodological interest are reviews and their usefulness or otherwise to policy makers (Petticrew & Roberts, 2006; Petticrew & Roberts, 2008) . GM and DR advised us and carried out searches of both scholarly and the grey literature. Abstracts were screened by at least two of us. In the light of our hope that even faintly promising abstracts might yield young peoples' voices in the full texts, HR and HB scanned a large number of these. We found the grey literature to be the most productive.
For the primary 'voice' work, we recruited via a participation and leaving care service in an inner city English borough. In the first part of our study, of the 24 young people who came to at least one meeting or interview, 11 were unaccompanied asylum seekers. Eight were young men, 3 young women aged 17-24. We interviewed 6 of them, three young men, and three young women on an individual basis the following year and also draw on a single interview in Sweden conducted in 2012.
Our recruitment methods included a number of stages to the consent process, including initial interest being canvassed by project workers before we approached the young people with further information and formal consent procedures. Interviews took place in a comfortable private space in a location with which they were familiar and where assistance was nearby had any problems or concerns arisen. The interviews were recorded (with consent) took around an hour, and were sent for transcription and anonymized. The analysis involved HR, HB, AI and KL Our findings combine the literature and interviews 5 .
Findings
Most of the literature referred to below was identified through hand searching, following up citations and contacting authors. Books, which remain the publication of choice in the social sciences but do not come up in routine searches, were helpful. Much of the literature we draw on is not specific to UASC, but relates to care leavers more general ly. And since we found even fewer 'voice' studies referring to Sweden, compared with the UK, we include some examples of Swedish qualitative literature from refugee children arriving with families, and from young adults who arrived as refugees.
The UK Literature and Our Interviews
Children seeking asylum in the UK have described being treated with suspicion by immigration officials, a process that may lead to healthcare problems remaining undisclosed (National Children's Bureau, 2006: 9) . Young people's accounts show them coping alone in a way which would not normally be tolerated for young people, in or out of care (Chamberlain, Gledhill, McBye, & Millar, 2005) .
Someone Who Cares
Accounts of accessing healthcare usually featured a supportive carer or professional:
She will even remind me "do this, do that", yeah.
A young man described the health effects of moving out of foster care at 16:
moving out from a foster placement to an independent place ... did affect my health as there was less sleeping… I think that affects your health … At the foster family, there's ready meal, they cook for you, whereas there you have to manage yourself, and I wasn't as good a cook as my foster parent…
While a young woman had the opposite problem, feeling that her foster placement never constituted a home:
I always have that in my head "this is not your home, this is not your home" … I can't have my own keys … when I'm going to college and I'm coming back to, if she's not home I have to stay outside and wait …

Health Services and Being Listened to:
In their overview of the extent to which children and young people are consulted on health issues and services, LaValle et al like us, struggled to find care leavers' own accounts (LaValle, Payne, Gibb, & Jelicic, 2012) . They report a study where young people felt that they had not been listened to by clinicians and experienced delays in being seen. Where there were positive views, these were associated with accessible services and understanding staff (Cameron, 2007) . This resonated with our interviews where young people reported difficulties registering with a doctor, and once they did, referred to GPs failing to listen, and to seeing a different GP on every visit. This was important since having to tell and retell one's story was described by a number of our interviewees as difficult. A young person told us of the importance of staying with the same GP:
I feel so blessed because like trying to go, have to get used to another GP and trying to register all over again and just, yeah … Even so, support for mental distress was only sometimes available, even when problems were acute. One young man spoke of the crippling effect of having to repeatedly tell his story to staff in the same hospital and gave this as the reason for declining further Child and Adolescent Mental Health Service (CAMHS) treatment.
A need for mental health services is reiterated in a number of reports (Brady, 2014; LaValle et al., 2012) . Along with sexual health services, these are often described as inadequate (Dobel-Ober, 2005; Madge, 2006) . However, there may be a perceived stigma for young people referred to or offered mental health services if they are from societies where only the most florid mental health problems come to professional attention (Chase et al., 2008) .
A young man we interviewed had refused medical help which would have involved an intimate examination. A young woman described her distress when having an internal examination:
I was like … "I can't … no, no, no" and she was saying "you have to do it" … like she was trying to force me … and she was… like saying "you need to stop being dramatic ...". And then … my foster mum was really angry… "you don't need to speak with her like that, you need to, you need to understand why she doesn't want to do that … you're supposed to be there for them".
One of our interviewees suggested that care leavers should have this status highlighted on medical records, but others were more cautious, feeling that the 'looked after' label carried a stigma. Others worried that information might be used against them, with one young man telling us that his dentist had said by the way your teeth doesn't look as if you are 17 resonating with work from Sweden where any encounter with healthcare providers could be experienced as a test of the right to residency (Jonzon, Lindkvist, & Johansson, 2015) .
For another:
a good [health] service would be someone to attend to the young person quickly and try to sort the problem and not to judge.
One felt that 18 was just too young to be able to negotiate healthcare:
I always think like … to be a proper adult should be around from 20
Care leavers described problems of motivation and organization. Although they wanted things to happen quickly when they needed health care, they also described missing appointments that no longer seemed urgent to them. A young woman with complex chronic health problems told us: what she ought to do, but the pain she feels, the dark and the cold are too much to overcome. When interviewed the previous year, her focus had been on getting help to pass her exams. By the second interview she seemed unhappy, and less warm towards the foster carer she had spoken of appreciatively the previous year. Exercise was not only important to these young people for the health benefits, but also to alleviate boredom and keep depression at bay:
... one thing I noticed with exercise, it keeps balance and it fixed my mood as well
In common with other young people, care leavers or not, even the most capable could find it hard to explain their health needs. Professionals who were impatient with young people's uncertainties or distress were remembered in detail, but so too were those who went the extra mile. For one seventeen year old, turning eighteen meant re-making her relationships with new adult service providers, which she dreaded because of the need to repeat her story. A young man who had transitioned to adult services and needed orthopaedic treatment in order to achieve his modest career ambition did not feel able to talk about this with professionals. Healthcare would often only be sought in response to an acute episode.
Education as a Priority
Health priorities identified by young people in the literature and in our interviews were more frequently about the determinants of health than about access to clinical care or health services:
my teacher keeps saying I'm doing well but ... I'm not doing well … it's kind of stress -y and giving me like nightmare ... I can't do it, it make me feel ... that maybe I'm not good enough.
In the absence of a health crisis, both the literature and our interviews identified education and getting a job as more pressing than health care:
I've applied for health and social care BTEC [post-school qualification] .. but I don't think I'm ready for[exams] now because … I need to have more education background before I can go for that. …
Education is explained as key to long-term health and wellbeing: if I'm in charge … I'll always support in the education … If you have to draw a pathway education should come first like …
For one young woman education was a priority not just for her to feel better and do better, but to repay the investment her new country had made in her:
Education should be the first thing in life …because if they really help them in this education … the young people has got to pay them back in future
Motivation Exercise and Food
Food was also a priority for almost all the UASC care leavers we met, as it was in the literature, not just in terms of re-fuelling but in terms of memories:
I really feel like welcome, like I can go in the kitchen, I can cook, anytime I want to cook my country food
Longing and Loss
A WHO report on refugees and asylum seekers (Bradby et al., 2015) noted that children and young people are frequently assumed to have similar needs to adults. Also noted was a lack of research asking for their own views on health (Papadopoulos, Lees, Lay, & Gebrehiwot, 2004 ).
A young woman described thinking of her sister every day, not knowing where she is; a young man talked of his mother, his misery that he did not know where she was. The only asylum seeker we interviewed who spoke explicitly of the effect of waiting for leave to remain told us that his uncertain status prevents him from applying for college. He finds it difficult to tell his story to health professionals -doing so, he says, turns his life into a script. After he had swallowed pills in a serious episode of self-harm, another young man in the same care home insisted he go to hospital and took him there. He spoke of feeling safe in hospital but expressed fears that "loads are coming in," underlining how uncertain life felt for him.
Several UASC told us of the importance to them of faith. A young person doing voluntary work told us:
I like to look Muslim, dress like a Muslim, but I'm just scared what, how would I be treated on buses o r trains.
His fear underlines a wider problem faced by UASC, whether Muslim or Christian, about the acceptability of observing their religion.
The Swedish Literature
Notwithstanding a context in which young people in out-of-home care have a higher risk of early mortality, mental health problems, are more likely to commit suicide (Vinnerljung et al., 2006) and have lower educational attainment (Vinnerljung, Berlin, & Hjern, 2010) , we identified few studies specifically focussed on asylum seekers' own accounts of their health priorities. Despite a long tradition of upholding the rights of children and the ro le this plays in national identity (Bak & von Brömssen, 2013) , the views of children and young people in inspections of the Swedish residential care system are limited (På lsson, 2015) . Such first hand accounts as exist, have commonly focussed on pre-care experiences (Wernesjo, 2012) with an assumption that the journey and its antecedents are the cause of trauma (Bradby et al., 2015 (Stretmo, 2014: 236) For those in residential settings, the difficulty of establishing social contact especially with Swedish peers gave rise to isolation for unaccompanied boys. Once they left care, they said that their migration experiences were linked to feelings of difference and a lack of 'belongingness' (Söderqvist, 2013) .
Unaccompanied minors are a highly visible political category and the asylum process is a source of anxiety: it almost made me mentally ill (Lundberg & Dahlqust, 2012: 63) . Others fall ill once their applications are rejected. Despite satisfaction with health care, their situation as asylum seeking children, and their unpredictable futures wer e worrying and commonly linked to symptoms such as stomach ache and difficulty sleeping (Lundberg & Dahlqust, 2012) . Their accounts included concerns about being economically marginalized, split up as a family and uncertainty about the future (Ascher & Mellander, 2010: 242) . Those whose asylum claims were being processed reported that a residence permit and access to supportive friends and adults in everyday life were prerequisite for health and that everyday conversations were important for general well-being (Lundberg & Dahlqust, 2012) .
The difficulty of being in good health while one's life circumstances are uncertain was illustrated by a fifteen-year-old Afghani who reported being tired and unable to sleep at night with pain throughout his body. His happiness 'goes up and down,' although he was always happy in Afghanistan. When asked 'Are you healthy' he replied 'I don't know' (Backlund, Eriksson, von Greiff, & Åkerlund, 2012: 48) .
Mentoring from the legal guardian for unaccompanied children arriving in Sweden was appreciated:
… It is good to have someone to speak to. For others the system offered no support There is no one who can help you-you have to help yourself (Thommessen, Corcoran, & Todd, 2015) .
Experiences of the Swedish care system are highly dependent on individual relationships, since guardians and professionals vary in how they interpret and carry out their roles (UNHCR, 2010). But even with the best guardian, it is difficult to replace a parent's care. One asylum seeker explained, he only felt better after phoning his mother who lived outside Sweden:
Even if you talk to a psychologist ... it is not the same. … I wanted mum ... so I could get rid of all the baggage I was carrying, all these thoughts…. (Rosenberg, Bolin, & Drejare, 2012: 39) Jonzon et al in their study of adult migrants, report views also likely to apply to young people which is a concern that the underlying purpose of any professional contact could be to assess an asylum claim.
I went to the health center and it was like an interrogation… "When did you come to Sweden? Why did you come here?" … It was the same as they asked me at the migration authority.
... if they find something, how will that affect my chance to obtain asylum, and if they find a disease, will they help or what will happen? (Jonzon et al., 2015) A pan European report (UNHCR & Europe, 2014) which includes testimonies from young people also refers to uncertainty as a source of dis-ease: It's so stressful, I don't know what to do, I don't know where I'm going to live…. And in a study of children aged 6 to 18 years, mainly from the middle east and seeking asylum (in this case with their families) a fifteen year old boy described the paradoxical nature of health: You can feel good in your body even though inside you feel poorly. (Man kan må bra i kroppen fastän insidan mår då ligt.) (Vara glad ... inte bara att vara frisk. Det finns saker som på verkar hur man mår (Ascher & Mellander, 2010: 215) .
The importance of education was recognised by both Swedish and UK asylum seeking care leavers as key to health: The family-centred nature of the care system in Sweden means that research on transitions tends to refer to young people living with their families (e.g. (Bjorquist, Nordmark, & Hallstrom, 2015a , 2015b ). In a context where family-based care is prioritized, the irony of 'losing' a parent once she left her out of home care did not escape this care leaver:
I have lived there for five years, and they have told me 'these people shall be your parents', and all of a sudden I am supposed to be on my own 'now they aren't your parents anymore'. (Höjer & Sjöblom, 2010: 123) 
Discussion
This paper presents evidence from two sources, interviews and 'voice' literature in an attempt to illustrate the problems faced by unaccompanied asylum seeking children and the professionals who care for them. The strength of this paper is that it adds to a slender evidence base at a time when UASC are high on both public and policy agendas; the limitation is that this additional evidence is itself patchy. A further limitation of our data is that the young people we spoke with are (relatively speaking) well-supported. They were recruited from a social services-run participation project co-located with a high quality medical team focused on children in care. That even these 'privileged' young people expressed difficulties, suggests that problems may be more acute elsewhere. Given the overall lack of evidence, our material is worth considering despite these limitations.
Finally we had hoped that looking at differing approaches in the UK and in Sweden, two countries with well-developed welfare systems, might offer some straightforward lessons. The universal system (which avoids stigmatization) in the Nordic countries, and the more targeted system in the UK for particular populations, have both strengths and weaknesses.
Evidence-informed policy and practice recommendations for young people leaving care have been well-rehearsed over the years. One of the fullest accounts remains Young people and leaving care schemes (Biehal, Clayden, & Stein, 1995) describing and promoting education, housing, employment and training, developing life skills, identity work and relationship building as key to young people's wellbeing. Education is highlighted as a major determinant of health (Burnett & Peel, 2001) supporting the observation that the most therapeutic event for a refugee child is to become part of the local school community, learn, and make friends (Melzak & Kasabova, 1999) . To this extent, the data presented here, where young people themselves underline the importance of the wide determinants of health for their own wellbeing, is important.
Conclusions
In common with other young people, care leavers in relatively good health do not have health care as a priority. What is worrying is that the same appears to be true for those with serious health problems, including mental health problems. For those in good general health, ill effects are unlikely to accumulate until later in life (Vinnerljung, Brä nnström, & Hjern, 2015; Vinnerljung & Hjern, 2014; Vinnerljung et al., 2006; Vinnerljung & Sallnä s, 2008) .
Unaccompanied children represent a combination of resilience -in finding ways of living in a new culture without family support -plus vulnerability to despair because of that lack of support. The care the young people we interviewed would have liked for themselves was sometimes evident in the care they gave others in the same situation, or in the case of one young man, people he looked after in a care home: Although care leavers who arrive as unaccompanied children may be exceptionally resourceful and mature in some respects, when they come to leave care, they may lack the skills and confidence to talk to doctors and others in authority. The unaccompanied young people we met described the vital role played by foster carers, health and social care professionals and friends. They described having a key worker they could rely on as important, but the availability of personal advisors for one-to-one support is limited. The tenacity required to get things done (or undone) is likely to be more challenging for these young people than for those with conventional family support.
Participation is an important right for unaccompanied children, given that they have to cope with moving in with strangers, meeting professionals in formal situations and dealing with discrimination (Chamberlain et al., 2005) . Those who provide services are all too well aware of the problem of how to turn the compelling evidence of what is needed at the level of the individual into policy-level or practice solutions:
How can we be as close as we can be to what the experiences of a young person living and, being brought up in a birth family are ? … I think it's very hard for a local authority to mimic (Roberts, McKenna, Ingold, & Liabo, 2015) The opening remark in a classic leaving care study is: 'When you come out of care, it's hell … You don't know about what you're doing or where you're going. It's just like taking you from one country and putting you into another.' (Biehal et al., 1995: 3) . The young people in our study are literally moving from one country to another. Our primary and secondary qualitative data illustrate the pain, triumphs, hopes and fears of these frontline experts -and a near universal attempt to provide a narrative of themselves as resilient winners.
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